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Abstract
Background: In long-term care facilities often many care providers are involved, which could make it difficult to
reach consensus in care. This may harm the relation between care providers and can complicate care. This study
aimed to describe and compare in six European countries the degree of consensus among everyone involved in
care decisions, from the perspective of relatives and care staff. Another aim was to assess which factors are
associated with reporting that full consensus was reached, from the perspective of care staff and relatives.
Methods: In Belgium, England, Finland, Italy, the Netherlands and Poland a random sample of representative long-
term care facilities reported all deaths of residents in the previous three months (n = 1707). This study included
residents about whom care staff (n = 1284) and relatives (n = 790) indicated in questionnaires the degree of
consensus among all involved in the decision or care process. To account for clustering on facility level, Generalized
Estimating Equations were conducted to analyse the degree of consensus across countries and factors associated
with full consensus.
Results: Relatives indicated full consensus in more than half of the residents in all countries (NL 57.9% - EN 68%),
except in Finland (40.7%). Care staff reported full consensus in 59.5% of residents in Finland to 86.1% of residents in
England. Relatives more likely reported full consensus when: the resident was more comfortable or talked about
treatment preferences, a care provider explained what palliative care is, family-physician communication was well
perceived, their relation to the resident was other than child (compared to spouse/partner) or if they lived in
Poland or Belgium (compared to Finland). Care staff more often indicated full consensus when they rated a higher
comfort level of the resident, or if they lived in Italy, the Netherland, Poland or England (compared to Finland).
Conclusions: In most countries the frequency of full consensus among all involved in care decisions was relatively
high. Across countries care staff indicated full consensus more often and no consensus less often than relatives.
Advance care planning, comfort and good communication between relatives and care professionals could play a
role in achieving full consensus.
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Background
When older people are living in long-term care facilities
(LTCFs), both formal and informal caregivers including
families are usually involved in making decisions about
care and treatments, especially at the end of life [1–5].
In the process of making such decisions, shared deci-
sion-making and the documentation of decisions for (fu-
ture) care in care plans have become increasingly
important [6–9]. Physicians, nurses and families usually
favour consensus in clinical decision making [10–12]. As
for other medical decisions, end-of-life decisions are
preference sensitive, and therefore based not only on
direct facts but also on personal values and individual
perspectives [13, 14]. Eliciting and negotiating prefer-
ences and facts, can complicate reaching a consensus in
decision making. Not being able to find common
grounds could generate a conflict between care profes-
sionals and family members and can hinder adequate
care giving [15] and a good end of life from the perspec-
tive of families [16].
Previous research has documented that attitudes and
perspectives towards end-of-life (decisions) can diverge
between those involved in the care of older people resid-
ing in nursing homes. For example, in USA nursing staff
more often reported that death of the resident was
expected and cited a higher symptom burden compared
to family members [17]. In the Netherlands, physicians,
nurses and relatives have been reported to display
different attitudes towards the importance of advance di-
rectives or hastening death [18]. For instance, compared
to physicians, nurses less often agreed that forgoing
artificial nutrition and hydration is almost always
followed by a peaceful death. And compared to rela-
tives, physicians less often agreed that an advance dir-
ective should always be followed. Divergent care goals
between family caregivers of community-dwelling
older adults and physicians were also documented in
the USA and in Canada [19, 20].
While these studies indicate that reaching a consensus
could be an issue in the end-of-life care of older people
in LTCFs, little is known about how relatives and care
staff of long-term care residents actually perceive the de-
gree of consensus regarding decisions on care and treat-
ment that have been made at the end of life. As part of
the PACE project [21], we assessed consensus on care
and treatment for long-term care residents in a large
sample of European LTCFs. More specifically, our aim
was to describe the degree of consensus among those
involved, from the perspective of relatives and care staff,
and to compare such degree of consensus across six
European countries. Additionally, we ought to assess
which factors were associated with reporting a full
consensus, both from the perspective of care staff and
of relatives.
Methods
Study setting
The present study used data collected in 2015 as part of
the “Palliative Care for Older People” (PACE) project,
which included a cross-sectional study of deceased
residents in LTCFs in Belgium, England, Finland, Italy,
the Netherlands and Poland [21]. In each country a
representative sample of facilities was obtained with use
of proportional stratified random sampling, taking into
account region, facility type and bed capacity. In Italy,
where no public listing of LTCFs was available, a con-
venience sample was obtained based on a previously
constructed cluster of LTCFs, covering the three macro
regional areas of the country and accounting for the
facility sizes and types in the country [22]. Each LTCF
reported all deaths of residents in or outside the facility
in the 3 months preceding participation. A structured
questionnaire concerning each deceased resident was
distributed in the facility or sent by mail to: the facility
administrator; the care staff member most involved in
the care of the resident (either a nurse or a care assist-
ant); and a relative who was closely involved. A ques-
tionnaire on facility characteristics was also collected
from the facility administrator. Questionnaires were
accompanied by a letter containing information about
the study, which asked for participation and explained
that the participant’s data would remain anonymous.
An administrator in the facility listed the care staff and
relatives who were most closely involved in the care for
the resident and assigned anonymous codes to all ques-
tionnaires, assisted by a researcher. This administrator
also distributed and mailed the questionnaires and sent
out a maximum of two reminders to non-responders.
Participants mailed the questionnaires back directly to
the research team.
Ethics
Ethical approval was obtained from the relevant ethics
committees in each country. In the Netherlands and Italy a
waiver was obtained for the collection of data of deceased
residents. All respondents participated on a voluntary basis
and their responses remained anonymous, therefore their
written responses were taken as valid informed consent.
Measurements
The degree of consensus among all involved was
measured with the following questions, also used in the
Dutch End Of Life in Dementia (DEOLD) study [23]:
– Relatives: ‘To what degree did all those who were
involved in the treatment(s) decision(s) (LTCF staff,
family members, others) agree about the best
treatment(s)?’ (full consensus, consensus on major
issues, no consensus)
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– Care staff: ‘To which degree were those involved in
care in agreement (consensus) on care and
treatment in the last month of the resident’s life? a)
among staff themselves b) among family themselves
c) among all those involved (full consensus,
consensus on major issues, no consensus)
Regarding factors possibly associated with full
consensus we considered the following, based on
literature (justification for variables displayed in
Additional file 1: Table S1):
– Resident characteristics (questionnaire for
administrator, staff and relatives): country, length
of stay (days), health in the last week of life
(0–100, EQ-5DL5) [24, 25], comfort level in
the last week of life (14–24, End-of-Life in
Dementia – Comfort Assessment in Dying
(EOLD-CAD)) [26], diagnosis of dementia,
resident spoke with care staff/relative or someone
else about their preferences for treatment at the
end of life. Both relatives and care staff assessed
health, comfort level, dementia, and whether the
resident spoke about treatments preferences.
– Care facility characteristics (questionnaire for
administrator): organization of multidisciplinary
meetings in facility, number of care staff per 10
occupied beds.
– Relative characteristics (questionnaire for relatives):
relationship to resident, care provider explained
what palliative care means, relative did not really
understand the resident’s condition, relative
expected resident would die (one month before
death), relative felt fully involved in all decision
making, Family Perception of Physician-Family
Communication (FPPFC) scale (0–3) [27].
A forward-backward translation according to the
EORTC guidelines [28] was conducted for all measure-
ments for which a validated version was not available in
the different languages. These cross-cultural translations
of all questionnaires were pilot-tested among all target
groups. Based upon the results of the pilot-test, any
necessary adjustments were made to the translated
questionnaires.
Sample
The PACE project included 1707 residents in 322
facilities. This study used two selection criteria, based on
questionnaires filled out by relatives and questionnaires
filled out by staff (see Fig. 1), which included:
– 790 residents about whom relatives answered the
question regarding consensus among all involved,
out of 840 residents about whom relatives filled out
the questionnaire.
– 1284 residents about whom care staff (nurse or care
assistant) answered the question regarding
consensus among all involved, out of 1384 residents
about whom care staff filled out the questionnaire.
Analyses
Descriptive statistics were reported for resident
characteristics and the degree of consensus as indicated
by relatives and care staff.
To account for clustering of data in facilities, logistic
Generalized Estimating Equations (GEE) with an ex-
changeable correlation structure was used for all further
analyses. To use the degree of consensus as a dependent
variable in GEE analyses and prevent non-convergence
due to empty cells, response options were dichotomised
into: full consensus, no full consensus (combining
consensus on major issues and no consensus).
Differences between countries were analysed using
dummy variables of country as the independent variable
and consensus according to relatives and consensus
according to care staff as dependent variables.
Associations between full consensus according to
relatives and characteristics of residents, relatives and
care facilities were assessed and associations between full
consensus according to care staff and characteristics of
residents and care facilitieswere assessed. First, univari-
able analyses were conducted. Next, all factors were in-
cluded in the multivariable GEE models and manual
stepwise backward selection identified the factors most
strongly associated (p-value <.05) with full consensus.
An interaction term with country was added to each
independent variable in the final multivariable model, to
evaluate possible effect modification by country. Ana-
lyses regarding consensus according to relatives included
resident characteristics as assessed by relatives, while
analyses regarding consensus according to care staff in-
cluded resident characteristics as assessed by care staff.
Continuous independent variables that did not show a
linear relation with the dependent variables, were dichoto-
mised on either the mean or median value. P-values < 0.05
were considered statistically significant. All analyses were
conducted in SPSS 23 [29].
Results
Population
In both samples, just over half of the residents were over
85 years of age, about 2/3 were female and the mean
comfort level in the last week of life was about 30
(Table 1). Relatives indicated dementia in 55.4% of
residents, compared to 70.5% indicated by care staff,
who rated higher levels of health in the last week, com-
pared to relatives (median 20 vs. 10).
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Degree of consensus
Relatives reported the degree of consensus among all in-
volved in treatment decisions for 790 residents (see
Fig. 2). Relatives indicated no consensus was reached in
16% of residents in England, in 9.1 and 9.7% in Poland
and Finland respectively and in less than 5% of residents
in the other countries. In England and Poland relatives
reported consensus on major issues was reached in 16
and 27.3% of residents, while in the other countries this
ranged from over 30% up to 49.7% in Finland. The pro-
portion of relatives who indicated full consensus was
40.7% in Finland, which differed significantly from the
other countries where full consensus ranged from 57.9%
in the Netherlands to 68% in England.
Care staff reported the degree of consensus on care
and treatment in the last month of life among all those
involved for 1284 residents. According to staff, no con-
sensus was reached in less than 4% of residents in all
countries. Care staff reported consensus on major issues
was reached in 38.5 and 31.4% of residents in Finland
and Belgium respectively, and in less than 25% of resi-
dents in the other countries. In Finland and Belgium
care staff indicated full consensus significantly less often
(59.5 and 65.1% respectively) than in England (86.1%),
the Netherlands (77.5%) and Poland (82.6%). Italy
(76.8%) also differed significantly from Finland.
For 638 residents both the relative and care staff
indicated the degree of consensus amongst all involved
(see Fig. 3). Relatives and care staff both indicated full
consensus was reached in 44.2% of residents and in
13.2% of residents both indicated no full consensus was
reached amongst all involved. In over one of four cases
(27.6%), full consensus was indicated by care staff, but
not by relatives, while in 15% of cases this was the other
way around.
Factors associated with full consensus according to
relatives
Table 2 shows associations between full consensus in
treatment decisions among all involved according to
relatives and country and patient, care and relative
characteristics. In univariable analyses significant associ-
ations were found between full consensus and: country,
resident’s comfort level, diagnosis of dementia, existence
Table 1 Characteristics of the residents
Residents about whom relatives filled in the question
on consensus amongst all involved (n = 790)
Residents about whom care staff filled in the question
on consensus amongst all involved (n = 1284)
Resident characteristics
Age > 85 n (%) 410 (54.8) 686 (55.4)
Sex, female n (%) 520 (68.6) 814 (65.7)
Dementia* n (%) 424 (55.4) 898 (70.5)
Health in last week of life*a median
(IQR)
10 (5.0–25.0) 20 (10.0–40.0)
Comfort level during the last week
of life*b mean (sd)
29.25 (5.72) 30.61 (5.37)
*As assessed by relative and care staff, respectively
aMeasured by EQ-5DLD5, higher scores indicate a better health status (0–100)
bMeasured by EOLD-CAD, higher scores indicate a higher comfort level (14–42)
Missing values care staff: age 46, sex 45, dementia 10, health 51, comfort 67
Missing values relatives: age 42, sex 32, dementia 24, health 35, comfort 87
Fig. 1 Number of relatives and care staff included in the current study
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of multidisciplinary meetings, relation to the resident, a
care provider explained palliative care to the relative, rela-
tive feeling fully involved in decision making and a higher
level of family-physician communication. The multivari-
able model documented that variables associated with full
consensus among all involved were: living in Poland (OR
2.07 [95% CI 1.10–3.89]) and Belgium (2.21 [1.27–3.84])
(compared to Finland), scoring a higher level of comfort
in the last week of the resident’s life (1.66 [1.16–2.36]), the
fact that resident did talk with them or someone else
about preferred medical treatments (1.69 [1.10–2.61]),
their relationship to the resident was other than child
(2.08 [1.02–4.24]) (compared to spouse/partner), the re-
ceipt of an explanation of palliative care by a care provider
(1.98 [1.33–2.96]), and a better rating of the family-phys-
ician communication (3.24 [2.28–4.60]). No interaction
with country was observed.
Factors associated with full consensus according to care
staff
Table 3 shows associations between full consensus on care
and treatment in the last month of life, among all involved
in care, according to care staff and country and patient,
care and relative characteristics. Univariable analyses
Fig. 2 Degree of consensus amongst all involved according to care staff and according to relatives, across different countries. Due to rounding
up of decimal places, not all columns add up to 100%
Fig. 3 Comparing degree of consensus amongst all involved, according to care staff and relatives involved with the same resident
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Table 2 Patient, care and relative characteristics related to full consensus among all involved, according to relatives, univariable and
multivariable analyses
Full Consensus
N = 457 (57.8%)
No full consensus
N = 333 (42.2%))
Univariable OR
(95% CI)
p-value Multivariable OR
(95% CI)
p-value
N (%) N (%)
Country
Finland (ref)^ 59 (40.7) 86 (59.3)
England 17 (68.0) 8 (32.0) 3.18 (1.18–8.52) .022 1.87 (0.54–6.52) .328
Italy 63 (64.3) 35 (35.7) 2.49 (1.18–5.27) .017 2.05 (0.99–4.24) .052
The Netherlands 106 (57.9) 77 (42.1) 1.94 (1.21–3.11) .006 1.06 (0.56–1.99) .083
Poland 84 (63.6) 48 (36.4) 2.46 (1.53–3.97) <.001 2.07 (1.10–3.89) .025
Belgium 128 (61.8) 79 (38.2) 2.32 (1.53–3.52) <.001 2.21 (1.27–3.84) .005
Patient characteristics
Resident’s health in last week of lifea
≤median (10) 232 (59.3) 159 (40.7)
> Median (10) 202 (55.5) 162 (44.5) 0.87 (0.69–1.10) .252
EOLD-CAD Resident’s comfort in the last week of lifeb
≤mean (30) 203 (52.9) 181 (47.1)
> mean (30) 197 (61.8) 122 (38.2) 1.50 (1.11–2.02) .008 1.66 (1.16–2.36) .005
Dementia
no 211 (61.7) 131 (38.3)
yes 228 (53.8) 196 (46.2) 0.73 (0.55–0.98) .037
Length of stay
< 1 year 168 (57.5) 124 (42.5)
≥ 1 year 265 (59.0) 184 (41.0) 1.05 (0.78–1.42) .756
Resident talked with relative or someone else about preferred medical treatment
no or don’t know 331 (56.4) 256 (43.6)
yes 124 (62.0) 76 (38.0) 1.32 (0.94–1.86) .110 1.69 (1.10–2.61) .017
Care facility characteristics
Organization of multidisciplinary meetings in facility
no or don’t know 61 (46.9) 69 (53.1)
yes 375 (60.9) 241 (39.1) 1.74 (1.15–2.62) .009
No. care staff/10. occupied beds
≤ 5 225 (62.7) 134 (37.3)
> 5 204 (55.0) 167 (45.0) 0.75 (0.54–1.05) .095
Relative characteristics
Relationship to resident
Spouse/partner (ref.) 41 (46.1) 48 (53.9)
Son/daughter 290 (57.2) 217 (42.8) 1.54 (.98–2.42) .063 1.36 (.71–2.61) .358
Other (ref) 123 (64.7) 67 (35.3) 2.07 (1.23–3.49) .006 2.08 (1.02–4.24) .044
Care provider explained what palliative care means
no 122 (40.5) 179 (59.5)
yes 328 (68.8) 149 (31.2) 3.13 (2.32–4.23) <.001 1.98 (1.33–2.96) .001
Relative did not really understand resident’s condition
disagree 366 (58.5) 260 (41.5)
agree 71 (55.0) 58 (45.0) 0.85 (0.56–1.29) .435
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showed significant associations between full consensus
and country, resident’s comfort level and the number of
care staff per occupied beds. The multivariable model
showed care staff were more likely to indicate full consen-
sus if they lived in Italy (2.42 [1.41–4.15]), the Netherlands
(2.21 [1.42–3.44]), Poland (3.47 [2.06–5.84]), or England
(3.68 [1.81–7.47]) (compared to Finland) or if they
reported a higher level of comfort in the last week of the
resident’s life (1.57 [1.19–2.06]). No interaction with coun-
try was observed.
Discussion
This study showed that on an aggregated level, relatives
indicated full consensus among all involved in treatment
decisions in more than half of the residents in all coun-
tries, except in Finland. Care staff reported that on care
and treatment in the last month of life full consensus
was reached among all involved in care, in over half of
the residents in Belgium and Finland and in over three
quarters of residents in the other countries. When rela-
tives and care staff reported about the same resident,
care staff indicated full consensus more often than rela-
tives. Relatives more often indicated full consensus
when: they rated a higher level of comfort of the
resident, the resident talked with them or someone else
about preferred medical treatments, a care provider
explained what palliative care is, they indicated better
family-physician communication, their relation to the
resident was other than child (compared to spouse/part-
ner), or if they lived in Poland or Belgium (compared to
Finland). Care staff more often indicated full consensus
when they rated a higher level of comfort of the resident,
or if they lived in Italy, the Netherland, Poland or
England (compared to Finland).
Full consensus: care staff vs. relatives
Both on an aggregated level and on resident level, care
staff indicated full consensus more often and no consen-
sus less often than relatives, which is probably due to
their different perspectives. It is possible that care staff
did not have a complete appreciation of all the relatives
involved in the decision making and they might not have
been aware when consensus was not reached among
relatives themselves. While families feel that healthcare
providers often ask for one family member to be the
spokesperson and decision maker, most of the time this
does not happen [30] and family members often prefer
to make a decision together [11, 31]. However, family
conflict in end-of-life decisions can arise, for instance in
case of prior family conflict, when one family member
asserts control in the decision making or when family
members have difficulty communicating with each other
[32, 33]. It is also possible that relatives set higher norms
than care staff as regards when full consensus is reached.
Since care staff encounter end-of-life events in their
daily practice, they might not consider decisions they
perceive as referring to smaller issues in their evaluation
of consensus regarding treatments and care.
Additionally, it should be noted that the question
for care staff included reference to a specific time
frame, ‘the last month of life’, which was not included
in the question for relatives. It is possible that rela-
tives considered decisions that had been made much
earlier, possibly when the resident had only been
Table 2 Patient, care and relative characteristics related to full consensus among all involved, according to relatives, univariable and
multivariable analyses (Continued)
Full Consensus
N = 457 (57.8%)
No full consensus
N = 333 (42.2%))
Univariable OR
(95% CI)
p-value Multivariable OR
(95% CI)
p-value
N (%) N (%)
Relative expected resident would die, one month before death
no or don’t know 257 (56.7) 196 (43.3)
yes 196 (59.2) 135 (40.8) 1.07 (0.80–1.44) .644
Relative felt fully involved in all decision making
disagree 37 (30.6) 84 (69.4)
agree 404 (63.4) 233 (36.6) 3.81 (2.56–5.68) <.001
Family Perception of Physician-Family Communication (FPPFC)
< mean (2) 116 (38.7) 184 (61.3)
≥mean (2) 289 (73.5) 104 (26.5) 4.32 (3.22–5.80) <.001 3.24 (2.28–4.60) <.001
^Finland is the reference category because the proportions of full consensus were lowest in this country
*Missing values: health = 35, comfort/symptom burden = 87, dementia = 24, length of stay = 49, resident talked about preferred treatment = 3, multidisciplinary
meeting = 44, care staff/occupied beds = 60, relation = 4, care provider explained palliative care = 12, relative didn’t understand condition = 35, relative expected
death = 6, relative felt fully involved = 32, FPPFC = 97
Bold printed OR and p-values are below the significance level of .05
aHigher scores indicate better health
bHigher scores indicate more comfort and less symptom burden
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living in the care facility for a little while. At that
time relatives and residents were probably still getting
used to the new status quo and perhaps were not yet
fully informed about options for treatment and care,
which could have resulted in a lack of consensus.
While during the last month of life, most residents
had been living in the care facility for quite some
time. Thus everyone involved had had time to adjust
to the situation and to be informed about possible
options, which could have resulted in full consensus
in more cases. Therefore the possible difference in
time frame could also have contributed to the differ-
ences in consensus as indicated by relatives and care
staff.
Differences between countries
Some difference between countries was found in the rate
of full consensus, which was lower in Finland compared
Table 3 Patient and care characteristics related to full consensus among all involved, according to care staff, univariable and
multivariable analyses
Full Consensus No full consensus
N = 937 (73%) N = 347 (27%) Univariable OR
(95% CI)
p-value Multivariable OR
(95% CI)
p-value
Country
Finland (ref)^ 153 (59.5) 104 (40.5)
Belgium 168 (65.1) 90 (34.9) 1.22 (0.82–1.83) .332 1.14 (0.75–1.72) .538
Italy 146 (76.8) 44 (23.2) 1.92 (1.13–3.28) .016 2.42 (1.41–4.15) .001
The Netherlands 165 (77.5) 48 (22.5) 2.29 (1.50–3.50) <.001 2.21 (1.42–3.44) <.001
Poland 237 (82.6) 50 (17.4) 3.07 (1.84–5.11) <.001 3.47 (2.06–5.84) <.001
England 68 (86.1) 11 (13.9) 4.02 (2.03–7.96) <.001 3.68 (1.81–7.47) <.001
Patient characteristics
Resident’s health in last week of lifea
≤median (20) 516 (73.8) 183 (26.2)
> median (20) 392 (73.4) 142 (26.6) 0.94 (0.71–1.24) .657
Resident’s comfort in the last week of lifeb
≤mean (30) 381 (69.0) 171 (31.0)
> mean (30) 515 (77.4) 150 (22.6) 1.49 (1.15–1.93) .002 1.57 (1.19–2.06) .001
Dementia
no 288 (76.6) 88 (23.4)
yes 641 (71.4) 257 (28.6) 0.78 (0.59–1.04) .091
Length of stay
< 1 year 388 (74.6) 132 (25.4)
≥ 1 year 504 (72.1) 195 (27.9) 0.98 (0.75–1.27) .862
Resident expressed preferences about treatment in the last phase of life
no or don’t know 728 (73.0) 269 (27.0)
yes 199 (72.9) 74 (27.1) 1.06 (0.78–1.44) .715
Care facility characteristics
Organization of multidisciplinary meetings in facility
no or don’t know 208 (72.7) 78 (27.3)
yes 696 (73.4) 252 (26.6) 1.10 (0.76–1.58) .611
No. care staff/10. occupied beds
≤ 5 461 (77.0) 138 (23.0)
> 5 423 (69.1) 189 (30.9) 0.67 (0.48–0.93) .016
^Finland is the reference category because the proportions of full consensus were lowest in this country
*Missing values: health = 51, comfort/symptom burden = 67, dementia = 10, length of stay = 65, resident expressed treatment preferences = 14, multidisciplinary
meeting = 50, care staff/occupied beds = 73
Bold printed OR and p-values are below the significance level of .05
aHigher scores indicate better health
bHigher scores indicate more comfort and less symptom burden
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to the other countries. Previous research in long-term
care in Finland found little opportunity for relatives
to participate in decision making [34, 35], which
could have played a role in these findings. However,
socially desirable answers could play a role in indicat-
ing the degree of consensus, when individuals experi-
ence a strong norm regarding full consensus. This
norm could be more pronounced in some countries
and therefore differences between countries might be
overestimated in this study.
Importance of advance care planning, comfort care and
good communication for indicating full consensus among
all involved
The results indicate that advance care planning at a time
when the resident was still able to express wishes could
play a role in making the decision process run more
smoothly, since relatives more often indicated full con-
sensus when they or someone else was aware about the
resident’s wishes for care. Advance care planning has
been found to increase patients’ and families’ satisfaction
with care [36], which might relate to attuning of care
decisions. Families use their knowledge of patient
preferences to make decisions [2, 11] and lack of such
knowledge can complicate the decision making process
[11] which relatives then perceive as burdensome [37].
Care providers also tend to emphasise the wishes of the
patient when making decisions in palliative care [5].
When a patient’s wishes are known, it is probably easier
to come to agreement.
Additionally, both care staff and relatives were more
likely to indicate full consensus if they reported a
higher comfort level of the resident, indicating good
comfort care could make it easier for families to
accept changes in care goals. Previous research has
shown that when family caregivers have difficulty
evaluating the patient’s quality of life, they can experi-
ence internal conflict which complicates the decision
making process [38]. However, the association
between comfort level and consensus could also be
reversed, for instance if relatives or staff did not agree
with a certain decision that was made, they could
look back on the resident’s comfort level more critic-
ally and in hindsight report lower comfort. Another
possibility is that lack of consensus could have caused
a delay in treatment and care which resulted in lower
comfort levels.
Good communication between relatives and care pro-
fessionals also seems to influence the level of agreement
as perceived by relatives, since relatives who indicated
better family-physician communication (regarding the
resident’s condition and care) and who were informed
about palliative care more often indicated full consensus.
When family’s acceptance and understanding of the
patient’s condition does not match the actual situation,
family may have unrealistic expectations, making it diffi-
cult to establish realistic treatment plans [39]. Lack of
communication between relatives and care professionals,
such as physicians, could contribute to relatives having
such unrealistic expectations about care and make it
hard to reach a consensus on care and treatment.
Strengths and limitations
Among the strengths of this study are the inclusion of a
large sample of representative LTCFs in six EU coun-
tries, and the use of different proxy responders which
allowed the comparison of the perspectives of relatives
and care staff. Retrospective data collection is deemed
appropriate to collect data on end-of-life care and for
this purpose it is more inclusive than prospective studies
[40]. This study also has some limitations, for instance
recall bias cannot be excluded. However, this was limited
by including only residents who died in the last three
months before participation in the study. Also it is pos-
sible that the sample of relatives who responded is not
fully representative, since the absence of full consensus
between relatives and staff could contribute to relatives
not wanting to participate and fill-in the questionnaire
[41]. Furthermore, this study does not identify the deci-
sion(s) based on which full consensus was or was not
reached and when full consensus was not reached, and
in the PACE study, we did not specify the parties in-
volved in the decision making. Finally, while grouping of
no consensus and consensus on major issues had to be
undertaken to prevent non-convergence in GEE
analyses, this did make our results less detailed and we
cannot infer anything about association patterns across
these answer categories.
Conclusions
In most countries the frequency of full consensus among
all involved in decisions on treatment and care was rela-
tively high. Across countries care staff indicated full con-
sensus more often and no consensus less often than
relatives. This study indicates that advance care plan-
ning, comfort and good communication between rela-
tives and care professionals could play a crucial role in
achieving full consensus. Even in the absence of estab-
lished palliative care services, a constant effort should be
made to ensure that these elements of care and commu-
nication are of the highest standard.
Additional file
Additional file 1: Table S1. Resident, care and relative characteristics
included as independent variables (Microsoft Word document). Table
provides rationale for factors included as independent variables possibly
associated with indicating full consensus. (DOCX 32 kb)
Koppel et al. BMC Palliative Care           (2019) 18:73 Page 9 of 11
Abbreviations
CI: Confidence interval; DEOLD study: Dutch End Of Life in Dementia study;
EOLD-CAD: End-of-Life in Dementia – Comfort Assessment in Dying;
EORTC: European Organisation for Research and Treatment of Cancer;
EU: European Union; FPPFC scale: Family Perception of Physician-Family
Communication scale; GEE: Generalized Estimating Equations; LTCF: Long-
term care facility; OR: Odds ratio; PACE project: ‘Palliative Care for Older
People’ project; SPSS: Statistical Package for the Social Sciences; USA: United
States of America
Acknowledgements
* PACE collaborators not in the author list: Zeger De Groote, Lara Pivodic,
Federica Mammarella, Martina Mercuri, Mariska Oosterveld-Vlug, Agnieszka
Pac, Paola Rossi, Ivan Segat, Eleanor Sowerby, Agata Stodolska, Anne
Wichmann, Eddy Adang, Paula Andreasen, Harriet Finne-Soveri, Sheila Payne,
Danni Collingridge Moore, Violetta Kijowska, Nele Van Den Noortgate, Myrra
Vernooij-Dassen, and the European Association for Palliative Care Onlus,
European Forum For Primary Care, Age Platform Europe, and Alzheimer
Europe.
Authors’ contributions
All contributing authors meet the criteria for authorship and approved this
version to be published. MK: concept of the work, acquisition, analysis and
interpretation of data and drafting the article. HRWP, BDP: concept of the
work, interpretation of data and critically revising the article. JTS, HPJH, LVB,
LD, GG, MK, KF, TS, KS: design of the work, acquisition or interpretation of
data, and critically revising the article.
Funding
The author(s) disclosed receipt of the following financial support for the
research, authorship and/or publication of this article: This work was
supported by the European Union’s Seventh Framework Programme (FP7/
2007e2013) under Grant agreement 603111 (PACE project Palliative Care for
Older People). The project was co-funded by Polish Ministry of Science and
Higher Education in the years 2014–2019 based on the decision no 3202/
7PR/2014/2 dated on Nov. 25th, 2014. The funders had no role in study
design, collection, analysis or interpretation of the data, nor in writing and
the decision to submit this article for publication.
Availability of data and materials
The datasets used and/or analysed during the current study are available
from the corresponding author on reasonable request.
Ethics approval and consent to participate
The research teams in all participating countries obtained ethical approval
from their respective ethics committees. The Netherlands and Italy were
exceptions, as the consulted ethics committees in these countries judged
that no formal ethics approval was needed and provided waivers. Belgium:
Commissie Medische Ethiek UZBrussel (B.U.N. 14321422845), 17/12/2014.
England: NHS – NRES Committee North West-Haydock (15/ NW/0205),
10/03/2015. Finland: Terveyden jahyvinvoinnin laitos, Institutet för hälsa och
välfärd (1/2015) 2/2/2015. Italy: Universita Cattolica del Sacro Cuore.
Netherlands: Medisch Ethische Toetsingscommissie VUMedisch Centrum,
29/1/2015. Poland: Komisja Bioetycza, Uniwersytetu Jagiellonskiego
(122.6120.11.2015), 29/1/2015.
Participants provided informed consent in writing, except in the Netherlands
and Poland where an informed consent form was not required when
questionnaires are filled in anonymously.
Consent for publication
Not applicable.
Competing interests
The authors declare that they have no competing interests.
Author details
1Department of Public and Occupational Health, Amsterdam Public Health
Research Institute, Expertise Center for Palliative Care, Amsterdam UMC, Vrije
Universiteit Amsterdam, Amsterdam, The Netherlands, Van der
Boechorststraat 7, 1081, BT, Amsterdam, The Netherlands. 2Department of
Public Health and Primary Care, Leiden University Medical Center,
Albinusdreef 2, Leiden, The Netherlands. 3Department of Primary and
Community Care, Radboud University Medical Center, Geert Grooteplein
Zuid 10, Nijmegen, The Netherlands. 4Department of General Practice &
Elderly Care Medicine, Amsterdam Public Health Research Institute,
Amsterdam UMC, Vrije Universiteit Amsterdam, Van der Boechorststraat 7,
Amsterdam, The Netherlands. 5National Institute for Health and Welfare,
Mannerheimintie, 166 Helsinki, Finland. 6End-of-Life Care Research Group,
Vrije Universiteit Brussel (VUB) and Ghent University, Laarbeeklaan, 103
Brussels, Belgium. 7Università Cattolica del Sacro Cuore, Largo Francesco Vito
1, Rome, Italy. 8International Observatory on End-of-Life Care, Lancaster
University, Lancaster LA1 4YG, UK. 9Unit for Research on Aging Society,
Department of Sociology of Medicine, Epidemiology and Preventive
Medicine Chair, Faculty of Medicine, Jagiellonian University Medical College,
ul. Kopernika 7a, Krakow, Poland.
Received: 11 October 2018 Accepted: 15 August 2019
References
1. Pasman HRW, The BAM, Onwuteaka-Philipsen BD, Ribbe MW, van der Wal G.
Participants in the decision making on artificial nutrition and hydration to
demented nursing home patients: A qualitative study, J Aging Stud.
2004;18:321–35. https://doi.org/10.1016/j.jaging.2004.03.003.
2. Dreyer A, Forde R, Nortvedt P. Autonomy at the end of life: life-prolonging
treatment in nursing homes--relatives' role in the decision-making process.
J Med Ethics. 2009;35:672–7. https://doi.org/10.1136/jme.2009.030668.
3. Dreyer A, Forde R, Nortvedt P. Life-prolonging treatment in nursing homes:
how do physicians and nurses describe and justify their own practice?
J Med Ethics. 2010;36:396–400. https://doi.org/10.1136/jme.2010.036244.
4. Cohen-Mansfield J, Lipson S. Medical staff's decision-making process in the
nursing home. J Gerontol A Biol Sci Med Sci. 2003;58:271–8.
5. Hermsen M, ten Have H. Decision-making in palliative care practice and the
need for moral deliberation: a qualitative study. Patient Educ Couns.
2005;56:268–75. https://doi.org/10.1016/j.pec.2004.03.013.
6. Kon AA. The shared decision-making continuum. JAMA. 2010;304:903–4.
https://doi.org/10.1001/jama.2010.1208.
7. Bunn F, Goodman C, Russell B, Wilson P, Manthorpe J, Rait G, et al.
Supporting shared decision making for older people with multiple health
and social care needs: a realist synthesis. BMC Geriatr. 2018;18:165.
https://doi.org/10.1186/s12877-018-0853-9.
8. Wickson-Griffiths A, Kaasalainen S, Ploeg J, McAiney C. A review of advance
care planning programs in long-term care homes: are they dementia friendly?
Nurs Res Pract. 2014;2014:875897. https://doi.org/10.1155/2014/875897.
9. Gilissen J, Pivodic L, Gastmans C, Vander Stichele R, Deliens L, Breuer E, et al.
How to achieve the desired outcomes of advance care planning in nursing
homes: a theory of change. BMC Geriatr. 2018;18:47. https://doi.org/10.1186/
s12877-018-0723-5.
10. Bern-Klug M, Gessert CE, Crenner CW, Buenaver M, Skirchak D. “Getting
everyone on the same page”: nursing home physicians' perspectives on
end-of-life care. J Palliat Med. 2004;7:533–44. https://doi.org/10.1089/jpm.2
004.7.533.
11. Fritsch J, Petronio S, Helft PR, Torke AM. Making decisions for hospitalized
older adults: ethical factors considered by family surrogates. J Clin Ethics.
2013;24:125–34 https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3740391/
pdf/nihms484955.pdf.
12. Lopez RP. Decision-making for acutely ill nursing home residents: nurses in
the middle. J Adv Nurs. 2009;65:1001–9. https://doi.org/10.1111/j.1365-264
8.2008.04958.x.
13. Savulescu J. Rational non-interventional paternalism: why doctors ought to
make judgments of what is best for their patients. J Med Ethics. 1995;21:
327–31 http://jme.bmj.com/content/medethics/21/6/327.full.pdf.
14. Savulescu J. Liberal rationalism and medical decision-making. Bioethics.
1997;11:115–29. https://onlinelibrary.wiley.com/doi/abs/10.1111/1467-8519.
00049.
15. Carlson AL. Death in the nursing home: resident, family, and staff
perspectives. J Gerontol Nurs. 2007;33:32–41.
16. Tan A, Manca D. Finding common ground to achieve a “good death”:
family physicians working with substitute decision-makers of dying patients.
A qualitative grounded theory study. BMC Fam Pract. 2013;14:14. https://doi.
org/10.1186/1471-2296-14-14.
Koppel et al. BMC Palliative Care           (2019) 18:73 Page 10 of 11
17. Rich SE, Williams CS, Zimmerman S. Concordance of family and staff
member reports about end of life in assisted living and nursing homes.
Gerontologist. 2010;50:112–20. https://doi.org/10.1093/geront/gnp089.
18. Rurup ML, Onwuteaka-Philipsen BD, Pasman HR, Ribbe MW, van der Wal G.
Attitudes of physicians, nurses and relatives towards end-of-life decisions
concerning nursing home patients with dementia. Patient Educ Couns.
2006;61:372–80. https://doi.org/10.1016/j.pec.2005.04.016.
19. Bogardus ST, Bradley EH, Williams CS, Maciejewski PK, van Doorn C, Inouye
SK. Goals for the care of frail older adults: do caregivers and clinicians
agree? Am J Med. 2001;110:97–102.
20. Kuluski K, Gill A, Naganathan G, Upshur R, Jaakkimainen RL, Wodchis WP. A
qualitative descriptive study on the alignment of care goals between older
persons with multi-morbidities, their family physicians and informal caregivers.
BMC Fam Pract. 2013;14:133. https://doi.org/10.1186/1471-2296-14-133.
21. Van den Block L, Smets T, van DN AE, Andreasen P, Collingridge MD, et al.
Comparing Palliative Care in Care Homes Across Europe (PACE): Protocol of
a Cross-sectional Study of Deceased Residents in 6 EU Countries. J Am Med
Dir Assoc. 2016. https://doi.org/10.1016/j.jamda.2016.03.008.
22. Onder G, Carpenter I, Finne-Soveri H, Gindin J, Frijters D, Henrard JC, et al.
Assessment of nursing home residents in Europe: the services and health
for elderly in long TERm care (SHELTER) study. BMC Health Serv Res. 2012;
12:5. https://doi.org/10.1186/1472-6963-12-5.
23. van der Steen JT, Onwuteaka-Philipsen BD, Knol DL, Ribbe MW, Deliens L.
Caregivers’ understanding of dementia predicts patients’ comfort at death:
a prospective observational study. BMC Med. 2013;11:105. https://doi.org/1
0.1186/1741-7015-11-105.
24. Janssen MF, Pickard AS, Golicki D, Gudex C, Niewada M, Scalone L, et al.
Measurement properties of the EQ-5D-5L compared to the EQ-5D-3L across
eight patient groups: a multi-country study. Qual Life Res. 2013;22:1717–27.
https://doi.org/10.1007/s11136-012-0322-4.
25. Herdman M, Gudex C, Lloyd A, Janssen M, Kind P, Parkin D, et al. Development
and preliminary testing of the new five-level version of EQ-5D (EQ-5D-5L). Qual
Life Res. 2011;20:1727–36. https://doi.org/10.1007/s11136-011-9903-x.
26. Volicer L, Hurley AC, Blasi ZV. Scales for evaluation of end-of-life Care in
Dementia. Alzheimer Dis Assoc Disord. 2001;15:194–200.
27. Biola H, Sloane PD, Williams CS, Daaleman TP, Williams SW, Zimmerman S.
Physician communication with family caregivers of long-term care residents
at the end of life. J Am Geriatr Soc. 2007;55:846–56. https://doi.org/10.1111/
j.1532-5415.2007.01179.x.
28. Dewolf L, Koller M, Velikova G, Johnson C, Scott N, Bottomley A. EORTC
quality of life group translation procedure; 2009.
29. IBM Corp. IBM SPSS statistics for windows, version 22.0. In: Corp. I, editor.
Armonk, NY: IBM Corp.; 2013.
30. Quinn JR, Schmitt M, Baggs JG, Norton SA, Dombeck MT, Sellers CR. Family
members' informal roles in end-of-life decision making in adult intensive care
units. Am J Crit Care. 2012;21:43–51. https://doi.org/10.4037/ajcc2012520.
31. Meeker MA, Jezewski MA. Family decision making at end of life. Palliat
Support Care. 2005;3:131–42.
32. Kramer BJ, Kavanaugh M, Trentham-Dietz A, Walsh M, Yonker JA. Predictors
of family conflict at the end of life: the experience of spouses and adult
children of persons with lung cancer. Gerontologist. 2010;50:215–25. https://
doi.org/10.1093/geront/gnp121.
33. Kramer BJ, Boelk AZ. Correlates and predictors of conflict at the end of life
among families enrolled in hospice. J Pain Symptom Manag. 2015;50:155–
62. https://doi.org/10.1016/j.jpainsymman.2015.02.026.
34. Isola A, Backman K, Voutilainen P, Rautsiala T. Family members' experiences
of the quality of geriatric care. Scand J Caring Sci. 2003;17:399–408.
35. Teeri S, Leino-Kilpi H, Valimaki M. Long-term nursing care of elderly people:
identifying ethically problematic experiences among patients, relatives and
nurses in Finland. Nurs Ethics. 2006;13:116–29. https://doi.org/10.1191/096
9733006ne830oa.
36. Brinkman-Stoppelenburg A, Rietjens JA, van der Heide A. The effects of
advance care planning on end-of-life care: a systematic review. Palliat Med.
2014;28:1000–25. https://doi.org/10.1177/0269216314526272.
37. Bollig G, Gjengedal E, Rosland JH. They know!-Do they? A qualitative study
of residents and relatives views on advance care planning, end-of-life care,
and decision-making in nursing homes. Palliat Med. 2016;30:456–70. https://
doi.org/10.1177/0269216315605753.
38. Caron CD, Griffith J, Arcand M. End-of-life decision making in dementia: the
perspective of family caregivers. Dementia. 2005;4:113–36. https://doi.org/1
0.1177/1471301205049193.
39. Neuenschwander H, Bruera E, Cavalli F. Matching the clinical function and
symptom status with the expectations of patients with advanced cancer,
their families, and health care workers. Support Care Cancer. 1997;5:252–6.
40. Barnato AE, Lynn J. Resurrecting treatment histories of dead patients. JAMA.
2005;293:1591–2.
41. van der Steen JT, Deliens L, Ribbe MW, Onwuteaka-Philipsen BD. Selection
bias in family reports on end of life with dementia in nursing homes.
J Palliat Med. 2012;15:1292–6. https://doi.org/10.1089/jpm.2012.0136.
Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.
Koppel et al. BMC Palliative Care           (2019) 18:73 Page 11 of 11
